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a	consensus	workshop	with	carers	and	service	users	 (SUs	 treated	under	 the	1983	
Mental	Health	Act	 1983/revised	 2007	 for	 England	 and	Wales),	 the	 experience	 of	
taking	prescribed	mental	health	medication	and	perspectives	on	adherence	were	ex‐
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users.	 Reported	 to	 have	 less	 incidence	 of	 common	mental	 health	
problems,	they	are	more	likely	to	be	diagnosed	with	severe	mental	




















researchers	and	others	with	a	stake	 in	a	project	 in	 its	governance,	
priority‐setting,	 conducting	 of	 research	 and	 knowledge	 transla‐
tion”.8	Nevertheless,	it	is	questionable	as	to	how	much	“genuinely”	
co‐produced	research	exists.	Co‐production	is	not	simply	a	conve‐
nient	 label;	 “there	 is	 such	widespread	 support	 for	 the	 rhetoric	 of	
co‐production	 that	we	may	 dismiss…the	 tensions	 that	 arise	when	
professionals	and	 lay	people	work	 together”.8,p.1	This	 study	makes	
considerable	 effort	 to	 take	 a	 co‐produced	 approach	 but	 may	 not	
meet	some	of	the	standards	required	for	“true”	co‐production.




adherence.10	 Recommendations	 from	 these	 studies	 indicated	 the	
need	to	investigate	factors	that	might	improve	the	carer	and	service	
user	 (SU)	 experience	of	mental	 health	medication	 taking	 from	 the	
perspective	of	BAME	communities.
Poor	mental	 health	medication	 adherence	 and	missed	 contact	
with	 mental	 health	 services	 can	 make	 relapse	 more	 likely.	 In	 the	
United	Kingdom	 (UK),	 approximately	 thirteen	per	 cent	 of	 suicides	
in	 England	 followed	 non‐adherence	 with	 medication	 and	 BAME	







The	 Department	 of	 Health12	 calls	 for	 better	 therapeutic	 al‐
liances	 between	 health‐care	 staff	 and	 SUs.	 Black,	 Asian	 and	
Minority	 Ethnic	 groups	 constitute	 only	 3.5%	 of	 the	 British	 pop‐
ulation	and	2.7%	of	mental	health	SUs	 in	England.	Nevertheless,	
compulsory	treatment	under	the	English	and	Welsh	Mental	Health	
Act1	 revealed	 the	 highest	 rate	 ever	 recorded	 in	 2015/16	 with	
BAME	 groups	 forming	 the	 largest	 group	 at	 272.1	 per	 100	 000	
Black	 people.	 Only	 67	 out	 of	 100	 000	 White	 people	 were	 de‐
tained	under	mental	health	legislation.13	Interventions	to	improve	
care	for	BAME	groups	have	included	extra	health‐care	training	on	




Studies	 report	 similar	 issues	 in	many	 countries	where	dispro‐
portionate	numbers	of	BAME	SUs	are	compulsorily	admitted.14	An	
investigation	of	paths	 to	 compulsory	 treatment	 in	Toronto	 found	
that	 BAME	 groups	were	more	 likely	 to	 experience	 admission	 via	
mental	 health	 law	 and	 less	 likely	 to	 engage	 with	 treatment.15	 A	
retrospective	chart	 review	was	undertaken	 for	SUs	with	psycho‐
sis	from	6	different	ethnic	groups	(East	Asian,	South	Asian,	Black	
African,	 Black	 Caribbean,	 White	 European,	 and	 White	 North	
American)	 with	 a	 sample	 size	 of	 765.	 Logistic	 regression	models	
explored	 pathways	 into	 care.	 Those	 from	 East	 and	 South	 Asian	
backgrounds	were	most	 liable	 to	 undergo	 compulsory	 admission	
and	treatment	despite	having	overall	lower	rates	of	psychosis.	The	
study	was	 limited	 in	 that	 it	was	not	designed	 to	explain	 relation‐





ated	 feelings	 of	 stigmatization	 and	 coercion	 were	 experienced.	
Limitations	included	this	being	a	small,	qualitative	study,	the	sample	
did	 not	 reflect	 all	 minority	 groups,	 and	 communication	 may	 have	
been	compromised	due	to	lack	of	interpreters.16
A	 qualitative	 study	 on	 shared	 decision	 making	 found	 that	
BAME	African	American	veterans	had	difficulty	 in	obtaining	sat‐
isfaction	from	their	mental	health	service	providers.	Many	factors	
were	 influential,	 including	 increased	 anxiety	 throughout	 the	 en‐
counter	with	 professionals.	 Recommendations	were	 that	 service	
providers	 improve	 understanding	 of	 African	 American	 perspec‐
tives	 and	 implement	 better	 communication	 measures.	 This	 was	
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American	 veterans	 experiencing	mental	 health	 issues.17 The re‐
quirement	to	better	understand	BAME	perspectives	is	supported	
by	 another	 qualitative	 study	 into	 the	 impact	 of	 stigma	 on	 help‐
seeking	 behaviour	 in	 mental	 health.	 The	 complexity	 of	 spiritual	
beliefs,	 stigma	and	 the	need	 for	 improved	co‐produced	work	on	
service	improvement	was	stressed.18






This	 paper	 describes	 phases	 1	 and	 2	 of	 a	 4‐phase	 study	 (see	
































































SUs, carers and 
students: to 
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3.2 | Objectives




3.2.1 | Phase 1. Individual interviews
Phase	1	focused	on	open‐ended	interviews,	sampling	theoretically	
and	analysing	data	using	a	staged	thematic	approach.	It	considered	
participants'	 perspectives	 on	 key	 elements	 enabling	 or	 disabling	
medication	adherence.19	Data	collection	was	undertaken	by	1	mem‐
ber	 of	 the	 team.	 Analysis	 was	 conducted	 in	 partnership	 with	 the	
team,	 including	SU	members	from	the	peer‐led	Recovery2	College.	
Data	were	voice‐recorded	and	 transcribed.	Analysis	proceeded	si‐












































TA B L E  1  Demographic	characteristics:	Service	users
Male Female Ethnicity Age














TA B L E  2  Demographic	characteristics:	Carers
Male Female Ethnicity Age
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Participants	were	assured	that	 interviews	would	be	terminated	
at	 their	 request	 at	 any	 time.	 Interviews	 were	 conducted	 in	 the	
Recovery	College	building	to	ensure	that	support	could	be	arranged	
should	anyone	require	this.	Service	users/carers	may	inadvertently	
disclose	 information	 regarding	misconduct	 that	would	 require	 the	




3.3.2 | Inclusion criteria for interview
Black,	Asian	and	Minority	Ethnic	(BAME)	SUs	and/or	carers	with	cur‐
rent	or	recent	experience	of	mental	health	medication	and	treatment	
under	 the	Mental	Health	Act	 (1983/revised	2007	 for	England	and	
Wales).
3.3.3 | Exclusion criteria for interview
Ethically,	it	would	be	unsound	to	include	people	who	are	actively	dis‐
tressed.	Therefore,	although	people	on	mental	health	sections	were	










methods	 based	 on	 grounded	 theory,	 interviews	 became	 less	 struc‐
tured	 over	 time,	 following	 topics	 of	 interest	 developing.	 They	 took	
approximately	 30‐40	minutes	 and	were	 conducted	 in	 the	Recovery	










parency	 in	 analysis.	 Following	 transcription,	 data	 were	 analysed	
using	a	2‐staged	coding	process	based	upon	the	stages	of	grounded	
theory.21,24	 For	 the	 purposes	 of	 this	 study,	 it	 is	 considered	 that	
qualitative	 research	 is	 enhanced	by	 the	use	of	 systematic	 coding	
that	can	illustrate	how	the	data	move	from	in	vivo	sections	of	text	
to	 become	 explanatory	 categories	 (in	 grounded	 theory,	 the	 term	
“category”	 is	 used	 rather	 than	 “theme”).20,24	 The	NVivo	 11	 com‐
puter	program	enabled	the	handling	and	coding	of	large	amounts	of	
text,	and	it	is	argued,	enables	greater	transparency	of	the	analytical	
process.24	Transcriptions	were	scrutinized	 line	by	 line	 to	 fracture	
the	data	and	identify	multiple	open	codes.	Descriptive	memos	were	
assigned	 to	 add	 depth	 to	 codes,	 and	 using3	 focused	 coding	 (as	
Charmaz	labels	2nd	stage	coding),	open	codes	are	merged	and	con‐
nected	with	others	to	form	explanatory	categories24	(see	Figure	3	
for	 an	 example).	 As	 noted	 above,	 findings	were	 considered	with	
Recovery	College	 service	user	 colleagues	and	 respondent	valida‐



















3.6 | Findings Phase 1. Individual Interviews
Initial	open	coding	produced	hundreds	of	 in	vivo	codes	 focusing	
mainly	on	what	was	perceived	 as	poor	professional	 communica‐
tion	 on	 medication,	 little	 concern	 for	 physical	 health,	 for	 side‐






TA B L E  4  Demographic	characteristics	consensus	workshop
Male Female Ethnicity Age


















categories	 were	 constructed	 by	 comparing	 various	 open	 codes,	
determining	 where	 they	 describe	 similar	 issues,	 noting	 associa‐
tions	between	codes	and	assigning	an	overall	descriptive	or	con‐
ceptual	label	(See	Figure	3).
Following	 2nd	 stage‐focused	 coding,	 three	 main	 explanatory	
categories	emerged	to	describe	the	process	as	perceived	by	partic‐
ipants	on	their	experience	of	mental	health	medication	adherence.	
These	 three	 categories	 told	 a	 story	of	 a	 complex	 experience	with	
medication,	feeling	unheard	and	an	overall	perception	that	their	sit‐
uation	was	poorly	understood.
3.7 | Complexity of BAME medication experience
The	medication	experience	was	described	as	complex	and	multi‐fac‐


















medication	 side‐effects	 but	 at	 the	 fact	 that	many	 had	 developed	
conditions	such	as	diabetes	and/or	cardiac	complications.	However,	
despite	 finding	 the	 medication	 experience	 uncomfortable	 and	




'are black people more susceptible 
to medications side effects?'
Memo
have observed BAME 
people either seeming 
to be over-sedated or 
responding in a more 
adverse way to 
medication
 Memo
although difficult to 
tolerate medication 








'unfortunately it leads me to be 
overweight, drooling in my mouth'
Open code
'I find it helpful as it shields the 
thoughts'
Open Code 
'It can relieve symptoms and I 
see that not taking it means I 
end up in hospital'
Open code
'it took a long time to get 




‘it gives you Diabetes’
Open Code
‘it nearly killed me…ended up in ICU’
Open Code
‘I find this medication 
helpful and they have tried 








People- felt they had 
life threatening 
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SUP.	9	 “I	 like	 it	 here	 (a	 rehabilitation	hostel),	my	 key	worker	 does	





SUP.6	 observed	 that	 one	 of	 the	 most	 useful	 courses	 at	 the	 local	
Recovery	College	is	on	how	to	communicate	with	mental	health	
professionals	in	order	to	achieve	best	treatment/medication	out‐
comes.	 This	 theme	was	 reflected	 by	many	 participants	 as	 they	
felt	they	had	to	behave	in	the	manner	expected	by	health	profes‐
sionals.	 “Being	themselves”	 in	many	BAME	cultures	could	mean	
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the	professional	do	it	but	we	also	have	the	older	family	members.	
They	see	it	as	bad	behaviour	or	punishment	for	bad	behaviour”
SUP.8	“It's	 family	denial:	Family	 is	 important	and	families	often	do	
not	 understand	 mental	 ill	 health;	 they	 may	 see	 it	 as	 shameful	













off	but	 the	other	 family	 found	out	about	my	mental	 illness	and	
called	it	off.	My	father	was	furious.	I've	had	my	things	stolen	from	

































understanding	 of	 BAME	 perspectives	 on	 mental	 health	 medica‐
tion	adherence.	Questions	and	key	points	are	presented	in	Table	5.	
Participants	were	 asked	 to	 rank	 each	 category	 in	 order	 of	 impor‐
tance	and	then	debate	potential	educational	approaches.	They	were	
unanimous	 that	 the	 two	 categories:	Complexity of the BAME medi-
cation experience and The communication gap	 should	 be	 subsumed	
under	category	3:	Belief that professionals misunderstand BAME family 
culture.
Participants	 agreed	 that	 any	 educational	 content	 for	 mental	




in	 caring	 for	 relatives	with	 a	mental	 illness	 and	 (d)	 the	 socio‐eco‐
nomic	factors	which	impact	on	the	development	of	mental	illness.



















noted,	 there	 can	 be	 perceived	 benefits	 when	 SUs	 and	 profes‐
sionals	 are	 able	 to	 establish	 better	 communication	 and	 provide	
adequate	resourcing.16	Communication	 is	a	major	 issue,	and	par‐
ticipants	 appreciated	 professionals	 listening	 and	 demonstrating	









sensus	 workshops,	 was	 that	 of	 the	 poor	 understanding	 of	 BAME	
     |  821GAULT eT AL.
culture.	 This	 lack	 of	 understanding	was	 perceived	 to	 overshadow	
all	other	 issues.	The	medication	experience	and	how	professionals	






and	 side‐effects	might	 be	more	 potent	 for	 them,	 leading	 to	 poor	
physical	health;	their	perspective	was	that	they	were	denied	talking	








As	 stated	 earlier,	 co‐production	 in	 this	 study	 was	 valued	 as	
a	guiding	principle.	However,	 there	 is	no	doubt	 that	 the	extent	of	
“true”	co‐production	could	and	should	be	improved	and	deepened.	
In	 this	 study,	 the	 local	 Recovery	 College	 provided	 guidance	 and	
advice.	As	discussed	above,	the	 latter	phases	where	findings	were	












experience	 of	mental	 health	medication	 can	 be	 improved.	Most	
striking	 is	 the	 perception	 that	 health	 professionals	 (from	 back‐
grounds	 dissimilar	 to	 the	 BAME	 participants	 in	 this	 study)	 have	
limited	appreciation	of	the	impact	of	culture	on	taking	prescribed	
antipsychotic	medication	and	the	BAME	experience	of	care.	This	
study's	 main	 intention	 was	 to	 take	 a	 co‐produced	 approach	 to	
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genuinely	hear	SU	and	carer	perspectives	on	mental	health	medi‐
cation	 and	 views	 on	 adherence.	 Nevertheless,	 BAME	 SUs	 and	










This	 is	 a	 small‐scale	qualitative	 study	 that	makes	no	claim	 to	gen‐
eralize.	All	findings	relate	specifically	to	the	participants	within	this	
research.
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APPENDIX 1
TOPIC GUIDE QUE S TIONS FOR SERVICE USERS AND 
C ARERS
FOR SERVICE USER AND C ARERS
Experience	of	taking	compulsory	mental	health	medication	or	being	
the	carer	of	someone	taking	compulsory	mental	health	medication
FAC TORS WERE HELPFUL IN TAKING THE MEDIC A-





POTENTIAL TO BE MORE HELPFUL
Were	 there	 any	 opportunities	 missed	 by	 practitioners	 to	 support	
you	with	 the	 taking	 of	 your	 antipsychotic	medication?	 If	 so,	what	
were	these?
WHAT T YPE OF SUPPORT DO YOU CONSIDER TO BE 
HELPFUL FOR PEOPLE FOR THOSE WHO TAKE MEN -





Date. 30/7/17 Study Number: 159657. Topic Guide (based on 
Royal Pharmaceutical Society Guidelines 2013) version 2.






	29.	 Nielsen	 R,	 Lindstrom	 E,	 Nielsen	 J,	 Levander	 S.	 DAI	 10	 is	 as	
good	 as	 DAI	 30	 in	 Schizophrenia.	 Eur Neuropsychopharmacol. 
2012;22:747‐750.




Service	Users.	Health Expect. 2019;22:813–823. https	://doi.
org/10.1111/hex.12936	
